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For people with Parkinson’s disease (PD) and their loved ones, 

a planned or unplanned visit to the hospital can be stressful. 

People with PD are at greater risk for experiencing challenges in 

the hospital related to medication and mobility issues. This can 

often result in complications such as worsening symptoms and 

lead to increased lengths of stay. After a difficult hospital stay, 

many people are unsure of what next steps to take, if any. 

By documenting what happened, people with PD can more 

effectively: 

✓ Process a difficult experience

✓ Determine next steps

✓ Request resources and support from the Parkinson’s 

Foundation

Introduction

To create this community-facing resource, the Parkinson’s 

Foundation collaborated with its People with Parkinson’s 

Advisory Council, other members of the PD community, the 

Foundation’s chapter field staff, and an interdisciplinary team of 

PD clinicians who all provided review and feedback. 

The final product is a questionnaire, formatted as a digital form 

and accessible on the Foundation’s website. The resource 

guides users through a series of robust, PD-relevant questions 

about their hospital stay and provides suggestions for receiving 

support and preventing future harm. 

Methodology

Results

In March 2026, the Processing a Challenging Hospital 

Experience resource was prominently featured in national 

promotion materials for Patient Safety Awareness Week, an 

annual event designed to highlight the importance of patient 

safety and engagement of patients, families, and healthcare 

professionals in promoting safer care. This included social media 

posts, email blasts, and hospital safety webinars for 

professionals and community members. 

Conclusion
People with PD and their care partners have the option to submit 

their answers anonymously, share their experiences with the PD 

community to help raise awareness, and/or request outreach 

and resources from the Parkinson’s Foundation. 

Forms can also be downloaded as a PDF, saved, and printed to 

share back with the hospital or for reference during a future PD 

appointment or hospital stay.

To date, the Foundation has received submissions from people 

with PD and their care partners in:

• 11 states representing

• 10 of the Foundation’s 18 US-based chapters

Processing a Challenging Hospital Experience form, available on Parkinson.org/HospitalSafety:

Or scan this QR code with 

your phone camera to go 

to the Processing a 

Challenging Hospital 
Experience Form

Already a delicate balance, PD symptom management can be even trickier in the 

hospital. “The Symptom Spiral” can be a debilitating cycle that puts you at risk 

for falls, swallowing changes, muscle deterioration, medication side effects, 

mental and physical decline or decreased independence.

We call this cascade of new challenges “the Symptom Spiral,” shown below. 

PD in the Hospital and “The Symptom Spiral”
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Demographics Outcomes

Research and genetics educational events, along with culturally adapted recruitment strategies, help reduce

barriers, raise awareness, and boost Hispanic/Latino participation in PD genetic research. Collaboration with

clinicians and community leaders builds trust and enhances recruitment. Sustained, community-driven efforts are

key to addressing disparities, and future initiatives should focus on ongoing engagement and expanded

partnerships to improve representation in PD research.

Enrollment by Country

MEXICO
Total: 348

EL SALVADOR
Total: 84

COLOMBIA
Total: 275

PERU
Total: 440

CHILE
Total: 568

DOMINICAN 
REPUBLIC
Total: 145

ARGENTINA
Total: 23

Monthly Enrollment by Country
Enrollment in LATAM has been 82 participants per month on average
since the start of LATAM expansion. Incorporation of recruitment events
led to significant spikes in enrollment, and addition of new sites has
increased monthly enrollment averages over time.

As of April 13th, 2026, PD 

GENEration has enrolled 1,883 

participants in Latin America since 

the start of LATAM expansion in 

June of 2024. 

These efforts expanded participation 

among historically underrepresented 

Hispanic/Latino populations in 

Parkinson’s genetic research. By 

combining culturally tailored education 

with direct access to enrollment, this 

initiative addressed key knowledge 

gaps and barriers to participation. 

Increasing diverse representation is 

critical to improving our understanding 

of Parkinson’s disease and advancing 

more inclusive and effective future 

treatments.

LATAM Event Patient Workflow (PDGENE / LARGE-PD)

1) Engagement

• Event Registration
• Study Registration

• Study Overview

• Consent Review 
(PDGENE/LARGE-
PD)

• Consent signature

2) Education & Consent 3) Clinical Assessment

• Neurological 
evaluation

• LARGE-
PD/PDGENE 
surveys completion

4) Sample Collection and Processing 5) Results and Follow Up

• De-identified 
sample ID 
generation

• Sample 
Collection

• PDGENE: Samples are 
processed by US CLIA-
certified lab

• LARGE-PD: Samples are 
shipped to Cleveland Clinic 
Foundation for research-
grade analysis

• Results are 
returned by 
LATAM 
clinicians 
trained to 
provide 
genetic 
counseling

Hispanic/Latino individuals remain underrepresented in Parkinson’s Disease (PD)

genetic research due to various barriers, including limited awareness, language

differences, and disparities in healthcare access. To address this gap, in 2024 the PD

GENEration (PDGENE) study initiated a strategic collaboration with the Latin

American Research Consortium on the GEnetics of Parkinson’s Disease (LARGE-PD)

for the study expansion across Latin America, offering CLIA-certified genetic testing

and counseling at no cost. This initiative aims to enhance diversity in PD research.

LATAM Recruitment Events with LARGE-PD
LATAM-specific recruitment events reached ~700 individuals
and resulted in 240 new enrollments across four Latin
American countries.

200+ attendees; 85 participants 
enrolled; first PDGENE event in Mexico 
with strong community engagement & 
educational outreach

INNN
Mexico City
Sep. 2024 

2-day event; 55 participants enrolled; 
150+ attendees engaged in educational 
and wellness activities

FVL
Cali
Sep. 2024 

17 participants enrolled; establishment
of the first Parkinson’s support group in 
the country

UNAB
San Salvador
Jul. 2025 

89 participants enrolled in a single 
day—the largest PD GENEration 
event to date

UMN
Santiago
Sep. 2025
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LATAM Contribution to Hispanic/Latino Enrollments
Expansion into LATAM has significantly increased Hispanic/Latino
representation in PDGENE, accounting for an average of 9.7% of the
observed increase in enrollment since expansion began.
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Chile Colombia Peru Mexico El Salvador Dominican Republic Argentina

INNN Event
Sep. 7

FVL 
Event

Sep. 21 &  
Sep. 22

UNAB Event
Jul. 26

UMN Event
Sep. 21

2025

2026

June 2024

• Centro de Trastornos del Movimiento
(CETRAM) in Chile makes its first 
enrollment

• Fundación Valle del Lili (FVL)  in 
Colombia makes its first enrollment

August 2024

• Instituto Nacional de Ciencias
Neurológicas in Peru makes its first 
enrollment

September 2024

• Instituto Nacional de Neurología y 
Neurocirugía “Manuel Velasco Suárez” 
(INNN) in Mexico makes its first enrollment

November 2024

• Universidad Andrés Bello (UNAB) 
in El Salvador makes its first 
enrollment

August 2025

• Universidad Concepción makes 
its first enrollment 

• Unión Médica del Norte, Clínica 
Universitaria (UMN) in the 
Dominican Republic makes its first 
enrollment. 

• Universidad Nacional Autónoma
de México (UNAM) makes its first 
enrollment

September 2025

• Clínica Santa María 
makes its first enrollment

September 2024
INNN and FVL recruitment events

July 2025
UNAB recruitment event

September 2025
DR recruitment event

LATAM Site Expansion and Events Timeline

January 2026

• Hospital General de Agudos 
Ramos Mejía in Argentina makes 
its first enrollment

• Universidad Católica del Norte
(UCN) makes its first enrollment

Resources



Joining Forces: A Collaborative Partnership between the Veterans 

Health Administration and the Parkinson’s Foundation 
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Since the partnership launched in 2020, the VA and the Parkinson’s Foundation have 

expanded reach to better serve Veterans with PD, care partners, and VA professionals.

The partnership continues to thrive and 

evolve, enhancing access to VA care for 

Veterans with PD. With future projects 

already under development, the 

collaboration is poised for continued 

expansion. This dynamic partnership 

underscores a steadfast commitment to 

the health and well-being of our Veterans.

Results

Conclusion

Parkinson.org

Scan for more info about the PADRECCs and how to establish care!

Parkinsons.VA.gov

In 2001, the Veteran’s Health Administration (VHA), within the 

Department of Veterans Affairs (VA), established the 

Parkinson's Disease Research, Education & Clinical Centers 

(PADRECCs) to provide comprehensive PD care. The 

PADRECC Network comprises six PADRECCs, 16 Regional 

Parkinson’s and Movement Disorder Centers, and 40 

PADRECC Associated Sites. In April 2020, the Parkinson’s 

Foundation (PF) entered into a formal partnership with the 

VHA with the goal of improving the health, well-being and 

quality of life of Veterans living with PD.

Introduction

Through their partnership, the VA and the Parkinson’s 

Foundation focus on making it easier for Veterans with PD and 

their loves ones to locate resources and care through a unique 

portfolio of co-created resources. Highlighted partnership 

projects include the development and distribution of Veteran-

specific educational resources and webinars, PD-specific 

training opportunities for VA clinicians provided through PF, 

and VA-led training for the Parkinson’s Foundation Helpline 

and Chapter teams on supporting Veterans with PD and their 

care partners.

PADRECC and Parkinson’s Foundation leadership meet 

biweekly to discuss, plan, and execute  partnership goals, with 

larger meetings between the PADRECC Network and 

Parkinson’s Foundation team held every other month to 

provide programmatic updates and discuss future 

collaborations. 

Methodology

Parkinson’s Foundation & 

National VA PD Network

VA PADRECC 

Associated Sites
VA Regional 

Parkinson’s & Movement 

Disorder Centers

PF Global Care 

Network Centers 
VA PADRECCs

Scan for Veteran information from the Parkinson’s Foundation! 

Parkinson.org/Veterans

Parkinson’s Foundation Helpline  

1-800-4PD-INFO (473-4363)

Helpline@Parkinson.org

National VA Network Hotline

1-800-949-1001 x205769

by registering for a Parkinson’s Foundation event, requesting resources 

from the Parkinson’s Foundation, participating in the the PD GENEration 

global study, or contacting the Parkinson’s Foundation Helpline.

with VA professionals and Veteran community members engaged in every 

step of the process from topic selection to expert speaking roles. Topics 

have included accessing VA resources, the role of care partners, navigating 

advancing needs, mental wellness, and many more.

including dedicated Veteran webpages on Parkinson.org, collaboratively 

developed by the VA and the Parkinson’s Foundation and updated annually 

to provide accurate and clear information to Veterans, their loved ones, and 

VA professionals.

with scholarships provided through the Parkinson’s Foundation to support 

increased knowledge, communication, and collaboration among healthcare 

professionals working in the PD community.

20,000+ Veterans with PD and loved ones reached

20+ webinars for Veterans with 16,000+ registrations

6 co-created educational print and digital resources

150+ VA professionals participating in PF Team Training

Partnership Impact Spotlight: 12,500+ PF Helpline Cases Related to Veterans

The VA and Parkinson’s Foundation partnership enables the Parkinson’s Foundation 

Helpline team to connect directly with PADRECC staff about questions from individual 

Helpline users. This close collaboration has helped ensure that Veterans with PD receive 

access to specialized care and support.

There are more than 110,000 Veterans 

living with Parkinson’s disease (PD) in 

the United States. For some veterans, 

developing PD may be associated with 

exposure to Agent Orange and other 

herbicides during military service. 

1VA PADRECCs

2Parkinson’s Foundation



Parkinson’s Exercise Guidelines: From Outdated to Updated
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• To align the 2021 Parkinson’s Foundation Exercise 

Guidelines with current evidence and stakeholder 

feedback.

• An internal committee of four subject-matter experts 

(SMEs) conducted a focused literature search to 

identify and correct gaps in the recommendations.

• The revised professional-facing guidelines were then 

examined by a panel of 11 international SMEs and 

individuals with PD.

• The internal committee refined the guidelines based on 

the panelists’ feedback, after which a public comment 

period was initiated.

• Eight comments were received during the public 

comment period, and the internal committee utilized 

these comments to further improve the guidelines and 

facilitate resource development. 

Background

Methodology

Parkinson.org

Objective

• In 2021, the Parkinson’s Foundation, in partnership with 

the American College of Sports Medicine, created new 

Parkinson’s disease (PD) exercise recommendations to 

ensure that people with Parkinson’s are receiving safe 

and effective exercise programs and instruction. 

• Clinical guidelines are generally reviewed and updated 

every three to five years to ensure that the information 

remains relevant and contributes to high-quality, 

evidence-based care. 

July 2024

Internal Committee 
Convening

August - November 
2024

Internal Committee 
Updated Guidelines

January 2025

External Review of 
Guidelines

February – March 
2025

Internal Committee Refined 
Guidelines

April – June 2025

Public Comment Period

July 2025

Internal Committee Refined 
Guidelines

September 2025

Guidelines Published

• SMEs collectively agreed on the importance of safety, 

referral to a physical therapist, and modifications based 

on the client’s ability, medication status, and stage of 

disease.

• The BAM domain was expanded to more accurately 

describe the distinctive aspect of exercise prescription. 

• The current literature dictated changes to the time 

component of strength training, flexibility, and BAM. 

• SMEs provided valuable suggestions of PD-related 

considerations and examples of relevant activities 

across domains. 

• Formatting was improved for clarity and flow, and 

concepts were widely simplified. 

Results

Conclusion

• SMEs achieved consensus aligning the guidelines with 

current evidence, disseminating this information as a 

practical, user-friendly guide for exercise professionals 

who work with people with Parkinson’s. 



The Davis Phinney Foundation launched HOPE
PALS (Hispanic Organizational Partners Engaged
in Parkinson’s Awareness and Leadership
Solutions) to unite leaders from national and
international Parkinson’s organizations. Beginning
in early 2023, monthly virtual meetings and a
shared calendar were established to share
events, improve communication and foster
partnerships. Coalition members include the
American Parkinson’s Disease Association, Davis
Phinney Foundation, LARGE-PD, The Michael J.
Fox Foundation, Muhammad Ali Parkinson Center,
Parkinson’s Foundation, PMD Alliance,
Promotores Embajadores de Parkinson and Power
for Parkinson’s, later joined by the Federación
Española de Parkinson and Fundación Degén in
Spain.

Methods:

Conclusion:

HOPE PALS demonstrates the power of cross-
organizational collaboration to amplify
education and support for underserved
Parkinson’s communities. By leveraging digital
connections and shared leadership, this
coalition has elevated collective impact,
enhanced community trust, and expanded
culturally relevant resources for the
international Spanish-speaking Parkinson’s
community.

Objective:

To maximize resources and improve the
experience of Spanish-speaking individuals and
families affected by Parkinson’s through
collaboration, awareness building, and knowledge
sharing among organizations serving the Hispanic
community.

Background:

Before 2023, Parkinson’s organizations offering
Spanish-language educational materials and
programs often worked in isolation, resulting in
overlapping events, duplicated resources, and
missed opportunities for joint impact. The COVID-
19 pandemic dramatically expanded digital
engagement among Hispanic Parkinson’s
communities, connecting individuals across the
U.S., Latin America, and Spain and creating new
potential—and need—for organizational
collaboration.

Results:

Through regular monthly meetings, organizations
have reduced scheduling conflicts, expanded
cross-promotion of resources, and inspired new
collaborative projects—like Parkinson Positivos,
an illustrated educational book created through
a partnership among the American Parkinson’s
Disease Association, Columbia University, and
the Davis Phinney Foundation (DPF). Twice-
yearly (April and September), the DPF’s Espacio
Parkinson webinar invites coalition members to
showcase materials and events, strengthening
visibility and access for the Spanish-speaking
Parkinson’s community.

HOPE PALS: The Power of Collaboration at the Service of the Spanish-speaking Parkinson’s Community
CLAUDIA MARTINEZ, CAMILA GADALA-MARIA, RUBY VILLALOBOS, CLEMIE PIZZILLO, FRANCISCO DOBLAS, SARA CORREAL, PAMELA HARRIS, IGNACIO F MATA, ROSA PEÑA, ADRIANA JIMENEZ
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1.HOPE PALS round table at WPC 2023
2.Conference Together beyond Parkinson's 
3.Hispanic Leadership Conference 2023
4.Espacio Parkinson with HOPE PALS April 2026
5.Parkinson Positivos Book reading in Coral Gables, Fl.
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